The meeting began with a brief presentation by each organization in which they described their mission and current initiatives. The groups varied in size, resources, and primary focus; however, many were founded by individuals who were personally touched by adenocarcinoma or neuroendocrine pancreatic cancer, either by having the disease or losing a family member or close friend. Hearing the personal stories was inspirational and empowering for the participants, and an acknowledgement that many caring people are working for a common cause.
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The missions of the nonprofit organizations are wideranging and address multiple areas of need. A number of groups primarily provide research funds to young investigators and established researchers in the areas of early detection and treatment.
Other organizations are advocacy oriented, leading efforts in education and building awareness among the general public, clinicians, medical institutions, and government agencies about pancreatic cancer, the availability of treatment options, and the critical need for additional funding. Several organizations have established national patient registries and patient hotlines for referral sources while other groups support fellowship programs and clinical trial initiatives. Others focus on planning, producing, and hosting educational conferences, workshops, and seminars for patients and their families, and members of the research community. Finally, several groups provide critical financial assistance to patients and their families while undergoing treatment. Approaches to fundraising were as unique and multi-faceted as the organizations themselves, including golf tournaments, walks, runs, marathons, cycling events, basketball tournaments, galas, luncheons, and symposiums, as well as direct solicitation of the general public.
More specific information about each organization is included in this article under the section entitled 2015 North American Pancreatic Cancer Organizations Directory.
Engagement as Leaders
To gain further understanding of the skills necessary to lead a nonprofit organization, Ruma Bose, president of Chobani Foundation (www.chobani.com/foundation) and Chobani Ventures facilitated a workshop based on what she learned while volunteering with Mother Teresa. Ms. Bose coauthored the international bestselling book, Mother Teresa, CEO: Unexpected Principles for Practical Leadership 1 which has been translated into multiple languages and describes Mother Teresa's management and leadership principles. Ms. Bose expertly guided the group through several exercises that highlighted the importance of aligning one's personal values to the goals of the organization. Other skills that exemplified Mother Teresa's approach to effective leadership included the necessity of facing challenge directly, and the need for a clear vision and open communication. Ms. Bose stressed that developing a well-defined message and targeted focus on branding is important to success. She encouraged the engagement of all stakeholders including funders, policy makers, academics, and non-governmental organizations in creating the message. The meeting participants were challenged to engage as leaders in order to amplify the message about pancreatic cancer and to make a difference in the survival of individuals diagnosed with the disease. engaged the group in a conversation about the benefits their organizations have experienced through partnering on various projects. Dr. Rieder and Dr. Spellman maintained their success in partnering was due to 3 shared principals: (1) a commitment to collaboration; (2) a commitment to a single, focused mission; and (3) a commitment to strategic planning and project evaluation. The lessons they learned over multiple years of partnering were also helpful to the group. They advised that it takes time and hard work to form a successful partnership, and that staff and board support is essential. Similarly, partnerships are most effective when formed with outstanding people who are "where you are." Finally, they emphasized that nonprofits partnering with government agencies can be an important way to leverage resources.
Call for Action: World Pancreatic Cancer Day
Julie Fleshman, global chairman of WPCD, relayed to participants the opportunities available for leadership and partnering in making this day successful. The inaugural World Pancreatic Cancer Day was launched on November 14, 2014. The WPCD is a 1-day social media campaign that brings awareness to pancreatic cancer by starting an online global conversation about the disease. The campaign was conceptualized at a meeting in Zurich, Switzerland, attended by pancreatic cancer patient advocacy organizations from the United States, Canada, and Europe. Avolunteer Steering Committee was formed representing 6 organizations and 8 countries. The campaign goals for the first year were to generate awareness of WPCD among pancreatic cancer organizations and their respective networks, create a brand, launch a website, generate social interest, and engage users by giving them simple calls to action. In the first year, there were 30 partnering pancreatic cancer organizations representing nineteen countries that participated. The day was considered a success with the WPCD's Facebook page reaching over 850,000 people, tweets reaching over 970,000 potential impressions on Twitter, the website counting 7,500 unique visitors, and the video receiving over 11,000 views. This year's World Pancreatic Cancer Day (worldpancreaticcancerday. org) is planned for November 13, 2015. The campaign will be expanded to include opportunities for organizations to participate online leading up to WPCD and on the day itself. A public relations plan will also be put in place and tools will be provided to all partnering organizations so that groups can reach out to their local media. Participants were enthused to learn about WPCD and inspired to take part. Everyone agreed that a priority for advancing pancreatic cancer outcomes is creating overall awareness about the disease, and that WPCD is an opportunity to work together to elevate the cause to new heights around the world.
Setting Priorities and Next Steps
Building on the focus of leadership and partnering, the participants worked together in small groups to identify priorities and next steps. Several themes emerged. The first priority is to recognize opportunities for collaboration. Improved communication on both a micro and macro level is the second priority. It is important that there be a unified message and an increased awareness of pancreatic cancer. The general public requires additional information regarding risk factors and symptoms, and the medical community through professional societies will benefit from educational tools to aid in diagnosis and treatment.
Steps to achieve these goals include formalization and branding of the North American Pancreatic Cancer Organizations, establishing a structure for the group, hosting an annual meeting, participating in World Pancreatic Cancer Day, and potentially funding collaborative initiatives. The benefits of sharing organizational resources and creating a common database of resources were also discussed.
Impressions
The inaugural meeting of North American Pancreatic Cancer Organizations provided an opportunity for participants to hear passionate personal stories and learn how pancreatic cancer has changed the lives of so many. To describe their reactions to the term pancreatic cancer the participants used words such as deadly, sadness, and lethal. But there was also a sense of hope, opportunity, and encouragement throughout the meeting, as participants realized they had common goals and were energized by the support and enthusiasm generated. The face-to-face interactions, open forum, carefully selected speakers, and facilitated brainstorming helped participants appreciate that there is strength in collaboration and by improving communication, patients and their families, as well as researchers and the medical field will feel heard and supported by the nonprofits of North American Pancreatic Cancer Organizations. As a first step, this group will actively collaborate to build awareness of World Pancreatic Cancer Day.
North American Pancreatic Cancer Organizations Directory
The organizations listed here graciously provided their information for this first edition of the Directory. This should not be considered an exhaustive list of organizations, and there may be other nonprofits that either did not respond or were not known at the time of the Directory's publication. The mission of the Alliance of Families Fighting Pancreatic Cancer (AFFPC) is to take a united and pivotal role in changing pancreatic cancer treatment by empowering patients with personalized options for better survival and quality of life.
ALLIANCE OF FAMILIES FIGHTING

Key Initiatives
The AFFPC supports the following research projects and activities initiated by the Pancreatic Cancer Center at Beth Israel Deaconess Medical Center, a Harvard Medical School teaching hospital, to improve the lives of patients and families affected by all stages of pancreatic cancer:
• Improved care for patients suffering from pancreatic cancer • Personalized treatment by going beyond the "one-size-fitsall" approach • A laser beam focus on quality of life • Empowering patients and families to make informed choices The mission of Craig's Cause Pancreatic Cancer Society is to provide information and support to those with pancreatic cancer and their families; to create awareness and educate both the general public and health professionals about the disease; and to raise research funds leading to earlier detection and better treatments and quality of life for patients.
The The mission of the Griffith Family Foundation is to find a cure for pancreatic cancer, offer hope to those in need, connect patients, families and communities, fund research, and raise awareness of the necessity for a new direction for innovative research and treatment plans. It provides support for pancreatic cancer research at Beth Israel Deaconess Medical Center/Harvard Medical School. The Foundation was founded in memory of Greg Griffith by his wife, Cathy, and their 2 sons, Jordan and Jamie.
Through the Foundation's campaign, Sideline Cancer, it hosts numerous fundraising and community-building events for high school and college students which include: The Lustgarten Foundation is America's largest private foundation dedicated to funding and advancing scientific and medical research related to the diagnosis, treatment, prevention, and cure of pancreatic cancer. Since its inception in 1998, the Foundation has contributed more than US $110 million to more than 200 research projects at nearly 60 medical and research centers worldwide. The Nikki Mitchell Foundation is dedicated to the support of research for the early detection and cure of pancreatic cancer. Nikki Mitchell Foundation funds the most promising research while maintaining a focus on public awareness and patient support. The Foundation places a special emphasis on prevention and patients' preferences in determining their own care. The mission of the North American Neuroendocrine Tumor Society (NANETS) is to improve the management of neuroendocrine tumor (NET) disease through increased research and educational opportunities. Established in 2006 by a group of health care professionals dedicated to advancing the field of NET disease management, NANETS has sponsored 7 international symposia, 11 regional conferences, and published consensus guidelines in 2010 and 2013.
NANETS awards young investigator research grants to inspire the inquisitive spirit of discovery crucial to building scientific momentum, and to create mentoring opportunities for upcoming physicians with established experts.
• Annual NET symposium which includes an allied healthcare track, young investigator and poster sessions • Regional educational conferences • Development of cooperative projects that help to expand joint research efforts and protocols The Pancreatic Cancer Action Network is a nationwide network of people dedicated to working together to advance research, support patients and create hope for those affected by pancreatic cancer. The organization accomplishes its mission through a comprehensive strategy that includes funding private research grants, aggressively advocating for more federal research funding, providing patient services, and educating the public about the disease. The mission of the Pancreatic Cancer Alliance is to support pancreatic cancer research and care at the University of Massachusetts Medical School and UMass Memorial Cancer Center in Worcester; and to support patients and their loved ones in the battle against pancreatic cancer.
To raise funds to further pancreatic cancer research and treatment efforts for the medical and research communities at UMass Medical School and UMass Memorial Cancer Center for programs that include:
• Providing startup money for researchers developing drug trials • A fellowship program to train the next generation of surgical residents in the pancreatic cancer field • Heightening public awareness of pancreatic cancer by sponsoring educational symposia and fundraising events that highlight pancreatic cancer Sky Foundation is dedicated to raising funds to advance research and increase awareness for the early detection and treatment of pancreas cancer. The Foundation supports mostly Michigan-based researchers at the University of Michigan and Karmanos Cancer Institute/ Wayne State University. It has provided more than US $900,000 in seed grants which supplement government funding for scientists working on innovative approaches in prevention and early detection. Founded in 2008 by Sheila Sky Kasselman, a pancreas cancer survivor, the Foundation's efforts are patient-focused with the goal of bringing hope to pancreatic cancer patients and their families.
Raise funds and build community by holding events that include: The sole purpose of the Zetz Family Research Foundation is to seek out and provide funding to the most promising and cutting edge studies and projects working toward understanding and finding a cure for pancreatic cancer. Key Initiatives • Create awareness of research performed at the clinical level once a patient is diagnosed with pancreatic cancer • Design a DNA donation program that is user friendly and immediately available to the patient, caregiver, and clinicians • Provide support and funding to the National Familial Pancreatic Tumor Registry at Johns Hopkins Pancreatic Cancer Center to cover costs of materials, collection, and transportation of pancreatic cancer DNA from diagnosed patients • Connect pancreatic cancer patients with organizations that meet the changing needs of affected families
